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ABSTRACT 
Complex neurodegenerative diseases such as Alzheimer’s disease and Parkinson’s 
disease are highly prevalent in the United States. In effect, the number of spousal caregivers is 
climbing along with the multifaceted negative health consequences these support persons face 
while providing care. The literature reviewed examines the impact dimensions of religiosity 
(organizational, non-organizational, and intrinsic) have on caregiver wellbeing.  
The purpose of this creative component was to communicate activities associated with 
caregiving and share the stories of three caregivers’ quest in coping with negative health effects 
by means of religious endeavors. The three stories are communicated through a short video 
documentary to spread awareness to the general public and future caregivers. The interviews 





CHAPTER 1.    LITERATURE REVIEW 
Impact of Neurodegenerative Disease 
Neurodegenerative diseases affect millions of people across the United States and 
worldwide (Landrigan et al., 2005). The two most common neurodegenerative diseases are 
Alzheimer’s disease (AD) and Parkinson’s disease (PD) (Bertram, 2005). Their chronic 
incurable nature takes a detrimental toll on the mind, body, and relationships of those impacted. 
Currently, treatments and approved medications have limited and temporary alleviations on 
symptoms. Often times, symptom manifestations leave individuals in debilitating conditions.  
The trajectory and prevalence of AD and PD are increasing. Combined, their effects will 
be greatly amplified by the aging demographic in the United States. According to the 
Alzheimer’s Association (2017) and Landrigan et al. (2005), close to 14 million Americans are 
projected to live with AD by mid-century. Reports such as these have initiated the World Health 
Organization to declare AD a global public health priority (Šimić et al., 2017). Similarly, 
research has suggested that PD will impact over 1.34 million individuals in the United States by 
2050 (Kowal, Dall, Chakrabarti, Storm, & Jain, 2013). Thus, there remains strong need to not 
only develop effective treatment strategies for persons with neurodegenerative disease, but also 
to develop care plans and education for caregivers. The purpose of this creative thesis is to 
inform the general public and future caregivers of individuals with neurodegenerative diseases 
about the activities associated with caregiving as well as the religious self-care strategies 




Overview of AD 
AD is by far the most prevalent neurodegenerative disease with an astounding 5.5 million 
people affected in the United States (Alzheimer’s Association, 2017). The pathogenesis and 
neurodegeneration distribution patterns of AD are complex and not fully understood by 
researchers. Šimić et al. (2017) attributes this to the multidimensionality of the genetics, 
epigenetics, and environmental features of AD. The two primary conspicuous legions of AD are 
neurofibrillary alterations of tau tangles and extracellular deposits of amyloid-β protein (Braak & 
Braak, 1996; Luo, Wärmländer, Gräslund, & Abrahams, 2016). Neurofibrillary changes can be 
exhibited in three forms: neurofibrillary tangles of tau protein, neurotic plaques, and neuropil 
threads. All can be exhibited in the beginning stages of AD. It reflects the gradual destruction of 
limbic areas in the cortex and the spread throughout the hippocampus and isocortex (Braak & 
Braak, 1996). Little variation occurs in the sequences of these changes. However, Braak and 
Braak (1996) records neurofibrillary changes are not directly correlated with the distribution of 
amyloid deposit, the second primary conspicuous of the development of AD.  
Amyloid-β deposition plays an essential role in the development of AD as suggested by 
the amyloid cascade hypothesis (Luo et al., 2016). These amyloid plaques are mainly located in 
the hippocampus and neocortex (Luo et al., 2016). Regardless of the strong support for the close 
to 30-year-old hypothesis, several other factors are thought to influence the development of AD 
such as neuroinflammation, oxidative damage, etc. (Luo et al., 2016). Research is being done to 
further understand the causal factors. However, progressive neural fibril alterations in tau tangles 
and extracellular deposits of amyloid-β protein cortical regions remain correlated with the 
increase of AD symptoms.   
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Cognitive and physical symptoms of AD can vary from person to person making each 
case uniquely different. Common cognitive symptoms of AD include enhanced loss in memory, 
object recognition, disorientation, shortened attention, and aphasia. Less common physical 
symptoms in which may accompany the cognitive indications include balance difficulties, 
muscle loss, weight loss, and loss of control in bladder or bowel movements (Alzheimer’s 
Association, 2017). The cognitive and physical symptoms of AD can differ depending on the 
stage of the disease an individual is experiencing. 
The progression of AD has three main stages: mild (early stage), moderate (middle 
stage), and severe (late stage). The disease begins rather slowly by first intruding areas of the 
hippocampus responsible for memories, thought processes, memory, and language (Wang et al., 
2006). In the mild stage, people may be functioning independently while still driving, working, 
or applying themselves to social activities. Close family members or friends may be the only 
ones to notice certain memory lapses. Warning signs such misplacement of objects, trouble 
comprehending visual images, challenges completing work tasks, or difficulty organizing, and 
planning may become more apparent (Alzheimer’s Association, 2017). With time, neural activity 
continues to diminish. The signal intensity and connectivity of neurons in the hippocampus 
worsens resulting in the development of additional symptoms (Wang et al., 2006). 
In moderate or middle stage AD, the repercussions can extend to more noticeable 
cognitive, behavioral, and functional symptoms. The intensity of the existing cognitive 
symptoms is likely to increase in this stage. Difficulty in memory of recalling objects and names 
can be accompanied by the forgetfulness of personal history. Simultaneously behavioral changes 
including wandering, aggressiveness, bladder control, and feelings of moodiness may elicit 
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(Alzheimer’s Association, 2017). Moderate AD may trigger additional warning signs disrupting 
one’s proficiency of tasks: loss in initiation, anxiety, agitation, disorientation, and changes in 
mood. When one’s functional abilities decline, he or she may begin using assistance from a 
caregiver. However, the amount of assistance used in moderate AD is not as strenuous as the 
amount used in severe stage of AD.  
By late stage AD neurodegeneration has virtually intruded all subdivisions of the cerebral 
cortex (Braak & Braak, 1996). Here, heightened deterioration in memory, time and space 
orientation become most apparent (Alzheimer’s Association, 2017). In conjunction, 
repercussions from newly damaged regions of the cerebral cortex decline one’s speech 
recognition and ability to communicate. In late stage AD communication through utterances may 
be random, lost, or with no connected orientation (Alzheimer’s Association, 2017). Aphasia, 
along with other symptom patterns may manifest at different rates for each individual depending 
on the location of the neurodegeneration. Verbal communication and orientation difficulties in 
late stage AD make functioning in a society challenging for those affected. Due to the range of 
intrusions one experiences, caregivers are likely to be heavily involved with a patient’s activities 
in the late stage of AD.  
Overview of PD 
PD is the second most common neurodegenerative disease in adults (Bertram & Tanzi, 
2005). Bertram and Tanzi (2005) describe the disease as characterized by the decrease of 
dopaminergic neurons in the substantia nigra. Progressively neurons associated with the muscle 
activity are weakened and destroyed (Jankovic, 2008). Activities such as walking, speaking, 
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breath control, and swallowing become increasing difficult for those affected. As a result, motor 
and non-motor symptoms manifest. 
Symptom intensity and development may greatly differ from person to person. Motor 
symptoms can be more easily identifiable than non-motor symptoms. Jankovic (2008) identifies 
four cardinal symptoms, or major signs, of PD in which are motor related: involuntary tremor, 
slow movement (bradykinesia), rigidity, and postural instability. Commonly, individuals with PD 
will too display observable shuffle in gait with little arm swing. This may be paired with vocal 
symptoms such as a quiet voice, loss of tone variation (monotone), stuttering, or difficulty 
swallowing. 
Non-motor symptoms of PD can be more difficult for individuals, family members, or 
doctors to recognize. Non-motor symptoms can involve a number of changes such as sleep 
disturbances, sensory abnormalities, weight loss, sweating dysfunction, and loss of smell 
(Jankovic, 2008). Reduced sense of smell can be displayed even earlier than traditional motor 
symptoms of PD, yet may be very discrete, and easily overlooked along with sleeping pattern 
changes. Jankovic (2008) reported sleeping disturbances can encompass insomnia, urinary 
frequency, vivid nightmares/dreams, and daytime drowsiness. Non-motor symptoms are features 
of difficulty, which may be overlooked by family members or doctors.  
Non-motor features of PD can affect behaviors, emotional regulation, and social 
activities. Disruptive symptoms can include vision changes, chewing/eating, lightheadedness, 
sexual dysfunctions, and personality changes (Mayo Clinic, 2019). In some instances, 
medications may alter symptoms. For example, fluctuations in dopaminergic medications can 
create changes in neuropsychiatric symptoms like depression, anxiety, apathy, and psychosis 
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(Aarsland, Marsh, & Schrag, 2009). Dopaminergic drugs can influence subtle personality 
changes such as impulsive behaviors like gambling, binge eating, shopping or hypersexuality 
(Jankovic, 2008). However, these reactions in personality change are not fully understood. 
Overview of Dementia  
Normal age-related changes and dementia are set apart using a number of comparisons 
illustrated on Alzheimer’s Association (2017). Two examples and signs of normal aging include 
having trouble recalling details of events from over a year ago and occasional difficulty finding 
or using words. Comparably, an individual with dementia differs in the sense that he or she may 
not be able to remember details from a recent conversation or event and frequently pauses or 
uses substituting phrases. Noticing these small differences can help families seek further 
information from a doctor.  
Dementia is not in itself a disease or disorder, rather a set of symptoms by which are 
caused by alterations in the brain such as neurodegenerative diseases (Alzheimer’s Association, 
2017). Dementia is commonly an umbrella term differing diseases fall beneath. The loss of 
neurons in the brain distinguishes the different causes of dementia. Not every person with PD 
will develop dementia. According to The Difference Between Lewy Body Dementia, Parkinson’s 
Disease and Alzheimer’s Disease (2018) whether dementia occurs with PD cannot be predicted. 
PD can progress with and without symptoms of dementia. Table 1 differentiates the symptoms of 











































































Risk Factors for AD and PD 
Both AD and PD are most commonly developed in later years of life making age the 
number one risk factor for developing the diseases (Mayo Clinic, 2019). For younger adults, both 
men and women, it is less typical for an individual to develop either disease. Though the exact 
causes of AD and PD remains unknown, certain factors appear to have influence. Three 
significant factors influencing an individual’s likelihood of having the two diseases include 
heredity, sex, and environmental triggers (Mayo Clinic, 2019). 
Certain risk factors are modifiable, such as lifestyle, health, and environmental factors. 
For example, modifiable risk factors described by the Alzheimer’s Association (2017) include an 
individual’s choice to smoke, have high blood pressure or hypertension, type 2 diabetes, high 
cholesterol, and obesity with a lack of physical activity. Evidence from the same source also 
suggests smoking increases an individual’s risk of developing AD. The same source reports 
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people with type 2 diabetes double their chances of having AD. Other risk factors for AD include 
high levels of alcohol consumption, low levels of formal education, experiencing depression, and 
head injuries (Alzheimer’s Association, 2017). Choosing or adopting a healthy lifestyle cannot 
altogether eliminate the chance of developing AD; however, they can lower the likelihood.  
Non-modifiable risk factors are factors one cannot avoid. Among them include age, 
family history, genetics, and medical conditions. Mazure and Swendsen (2016) debate that AD 
affects women disproportionally especially among the oldest old. The report suggests women 
experience faster decline once diagnosed with AD than men. Further, women have been shown 
to experience more symptom effects with the occurrence of longer survival rates (Mazure & 
Swendsen, 2016). Similarly, Picillo et al. (2017) discussed how women with PD appear at higher 
risk to develop disabling complications as the disease progressed when compared to their 
counterparts. The source continued to explain the observably lower treatment effects women 
experience. Additional research can further educate audiences on how gender impacts the risk 
factors in the development of AD and PD.  
Diagnosing AD and PD 
The individual or perhaps his or her spouse may be the first to notice symptoms of a 
neurodegenerative disease. Noticeable symptoms often cause families to seek medical advice to 
examine the change or get tested. However, no single clinical diagnostic tool can accurately 
diagnose AD or PD. Doctors and trained individuals doing assessments use strategies and exams 
to help eliminate the suspicion of other diseases with similar signs and symptoms (Alzheimer’s 
Association, 2017). Doctors might use neurological examinations, blood and urine tests, and 
medications to assess and evaluate an individual’s health. Imaging tests such as magnetic 
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resonance imaging (MRI), computed tomography (CT) scans, and ultrasounds are additional 
tests used to eliminate the possibility of other conditions (Alzheimer’s Association, 2017). 
Proper diagnosis of AD can only be determined after an autopsy is taken. Research is 
currently underway to collectively create a reliable and accurate test to diagnose AD 
(Alzheimer’s Association, 2017). On the other hand, certain medical tests can help to confirm a 
diagnosis of PD. To do this, doctors sometimes recommend a patient to use medications such as 
carbidopa-levodopa. Significant and observable health improvements after using carbidopa-
levodopa can help to confirm diagnoses of PD (Jankovic, 2008). Multiple appointments, follow-
ups, and procedures to rule out other disorders may extend the amount of time it takes someone 
to diagnosis AD or PD. After a multistep process, trained neurologists can diagnose an individual 
based on three components: client symptoms, medical history, and physical and neurological 
tests. The lengthy and anticipated diagnostic process impacts not only the patient but also the 
supporting spouse or caregiver. 
Challenges of AD and PD 
The inevitable progression of AD and PD leads caregivers to monitor the safety of family 
members more and more. Physical symptoms significantly increase an individual’s risk of 
falling. Falls according to Evans, Pester, Vera, Jeanmonod, and Jeanmonod (2015) is the number 
one cause of trauma-related mortality among aging adults in the United States; from 2008-2013 
alone, 135,000 deaths were attributed to falls in those over the age of 65. Specifically, postural 
instability and freezing of gait observed in PD is one of the most common causes of falls among 
this population (Jankovic, 2008). Further, safety from fractures and broken bones are at stake due 
to symptoms of balance, dizziness, bradykinesia, and tremors exerting influence on one’s ability 
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to stand. Physical symptoms create a prominent safety risk; however, greater risk may be placed 
on someone who experiences these symptoms in combination with dementia related symptoms.  
The safety of an individual with AD or PD should be given great attention when 
symptoms of dementia occur. Symptoms of dementia such as poor judgment, disorientation, and 
memory loss only further strain ability to function safely and independently. With increasing 
numbers of seniors with dementia living at home, Poulin de Courval et al. (2006) described how 
complex health conditions can heighten risk for injuries. Activities require a degree of 
functionality, mobility, or cognition that may be fleeting from an individual. This may create 
potential for a hazardous event to take place. For example, people with PD who shuffle are 
placed at risk when the sidewalks, halls, and surrounding environments are not adept to their 
needs. To continue living with choice and autonomy, one might require assistance from a family 
caregiver.  
Caregiver’s Assistance 
Given the significant challenges accompanying AD and PD, spousal care assistance may 
be used to complete some or all of the different instrumental activities of daily living (IADL). 
IADLs can include activities such as shopping, managing finances, food preparation, 
housekeeping, transportation, therapy appointments, and medication management (Dauphinot et 
al., 2015). Completing the variety of IADL’s is difficult for caregivers who have little to no prior 
experience completing certain tasks. For example, if one spouse had regularly taken care of the 
family’s finances and becomes ill, the caregiver may be obliged to learn new financing skills to 
compensate. Similarly, if an individual with AD or PD previously did all the family cooking then 
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a spousal caregiver would then assume the responsibility. Caregivers are tasked with managing 
an increase in responsibilities. 
The heightened use of caregiver assistance is usually required for disease management in 
the later stages of AD and PD. Individuals often eventually require assistance with not only 
IADL, but also more hands-on burdensome tasks known as activities of daily living (ADLs). 
Approximately 33% of caregivers of individuals with AD provide assistance with ADL’s 
(Alzheimer’s and Dementia, 2019). ADLs can include using assistance with showering, toileting, 
feeding, showering, and dressing. Specifically, toileting can become a difficult task for 
caregivers to manage if the individual has problems with urinary regulation or insomnia causing 
someone with AD or PD to be awake and in need of assistance multiple times of the night. As a 
result, caregivers do not sleep as frequently but their attention and energy is needed for a vast 
range of tasks throughout the day. The impact extends when reports say as high as 1/3 of these 
caregivers provide care in the form of diapers (Alzheimer’s and Dementia, 2019). Caregivers are 
challenged with learning a complex range of tasks to provide care.  
Caregivers’ roles and responsibilities are challenged. The exhaustion of caring for a loved 
one is combined with trying to keep personal physical, social, mental and spiritual health needs 
met. The life roles and time of caregivers are dramatically infringed; they no longer function as 
they once did (Montgomery & Kosloski, 2013). The transition in role affects caregivers of all 
ages. Currently 26% of caregivers of an individual with AD or PD are over the age of 65, with 
41% between the age of 50-64 years old (Alzheimer’s and Dementia, 2019). Caregivers are 
tasked with a range of heavy burdensome responsibilities that increase with disease progression. 
Agreement exists that caregiving has primarily negative consequences for the health of 
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caregivers (Montgomery & Kosloski, 2013). The increased time spent on tasks can weigh on an 
individual and create caregiver burden.  
Caregiver Health 
The health of those providing care can decline after assuming the role of a caregiver. 
According to Alzheimer’s Association (2017), close to 75% people who assumed the caregiving 
role for someone with AD or another dementia there after reported being somewhat or very 
concerned about caring for their own health. Further, over 33% of those individuals say their 
personal health has declined due to managing care responsibilities (Alzheimer’s Association, 
2017). Their counterparts, caregivers providing care for those without dementia, report just 19%.  
Responsibilities of care not only permeate into personal health but also caregiver employment 
and financial security. 
Financial and Occupational Health 
Giving more time to care recipients can take time away that was otherwise devoted to 
work and financial duties. Over 16% of caregivers had to leave work entirely to manage 
caregiving tasks. Inevitably, a caregiver’s financial situation could alter if unable to work. 
Unpaid caregivers of those with AD and other dementias in 2016 provided unpaid care for over 
18 billion hours and over $230 billion in economic value (Alzheimer’s Association, 2017). 
Leaving work to transition to a part-time or fulltime caregiver has the potential to create a 
devastating loss of income on a family. In addition to that, families can spend large costs on 
medical consultations, exams, pharmaceuticals, nurses, or residential care in later stages of an 
illness (Brodaty & Donkin, 2009). Financial health and financial devastations are likely to 
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contribute enhanced feelings of emotional stress, role entrapment, or caregiver burden. Different 
domains or areas of a caregiver’s life are affected by disease progression.  
Emotional and Physical Health  
Caregivers inevitably experience emotional and physical impacts of caregiving. 
Resultantly, there is an increase in health care costs from the emotional and physical effects of 
caregiving. According to Alzheimer’s Association (2017) dementia caregiving in the United 
States had an emotional and physical impact in health care costs amounting to $10.9 billion in 
2016. Maintaining one’s own physical and emotional health takes energy, time, and effort, 
however, much of a caregiver’s time, energy, and effort are used to serve the care recipient.  
The Alzheimer’s Association (2017) reports married caregivers of someone with 
dementia experienced more physiological changes in their health patterns compared to married 
spouses without dementia. Among these changes included decline in immune function, slower 
healing of wounds, increased hypertension, and coronary heart disease. Specifically, immune 
system alterations can increase one’s own risk of developing chronic illnesses. Brodaty and 
Donkin (2009) concluded that caregiver strain is linked to the duration of dementia the 
partnership experiences, placing those who give care for extended amounts of time at heightened 
health risk. The prevalence of changes in physical health infers the need for service and attention 
from care professionals.   
Caregiver’s doctor appointments are often reported as being missed due to the time and 
intensity of caregiving tasks. The National Alliance for Caregiving, (2019) found more than 50% 
of caregivers miss doctors’ appointments and almost seven in ten admit they should be going to 
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the doctor more than they currently do. The top two reasons for missed appointments were 
related to putting the needs of a care recipient or family member before themselves (National 
Alliance for Caregiving, 2019). Less and less time devoted to a caregiver’s health leads to a 
change in quality of life (QOL).  
Mental Health and QOL 
Supporting someone with AD or PD can come at a price. Often this price results in 
mental health problems and a lower QOL for caregivers. This concept of decreased QOL among 
caregivers of these populations is well documented. A plethora of research exists measuring and 
exploring the variables and domains impacting a caregiver’s QOL. Common QOL measurements 
examine different aspects of health: physical functioning, role limitations both physically and 
emotionally, mental health, pain, vitality, and social functioning (Andreakou, Papadopoulos, 
Panagiotakos, & Niakas, 2016). The multidimensional and subjective concept includes the 
positive healthy aspects of one’s life as well as negative aspects (Crellin, Orrell, McDermott, & 
Charlesworth, 2014). Depression, falling under the category of mental health, is one of the most 
commonly studied variables within or in combination with the QOL research surrounding 
caregivers. 
Depression is a prevalent mental health problem for caregivers of those with AD or other 
dementias. The percentage of dementia caregivers experiencing depression is as high as 40% 
(Alzheimer’s Association, 2017). However, spouses more than any other family member 
experience highest depression (as cited in Ornstein et al., 2019). The vast range of IADL and 
ADLs associated with caregiving contribute to health and feelings of depression. The expected 
increase of caregivers in years to come will project a large population of caregivers depressed 
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and in need of intervention. Thus, caregivers demonstrate a need to address these concerns with 
care professionals or other support networks. Nonetheless, caregivers have a tendency to 
sacrifice not only their doctor’s appointments but also personal leisure interests and activities of 
enjoyment for the care recipient’s needs.  
Stressors and Caregiver Burden 
Different types of stressors influence the perceived burden of caregivers. Researchers 
Leblanc, Driscoll, and Pearlin (2004) distinguish stressors as objective and subjective. Objective 
stressors stem from the specific needs and degree of care required. Objective stressors refer to 
the task load of a caregiver: assistance with ADLs and the measure of a care recipient’s cognitive 
and behavioral patterns (Leblanc et al., 2004). On the other hand, subjective stressors were 
referred to as intrapsychic strains caregiver feel. For example, strains were studied in the form of 
questionnaires regarding feelings of role entrapment and role overload (Leblanc et al., 2004). 
Understanding stressors uncover determinants and suppressors of wellbeing among caregivers of 
those with AD or dementias such as PD.   
Objective and subjective stress have direct correlations with caregiver burden and 
depression (Leblanc et al., 2004). Specifically, authors write, “The more objectively understood 
burdens of care appear to act as the causal lever that begins the progression of stress to 
depression by engendering subjective feelings of overload and entrapment in the caregiver role” 
(Leblanc et al., 2004, p. 418). Differing stressors contribute to feelings of depression and role 
entrapment causing greater strain and caregiver burden (Brodaty & Donkin, 2009; Leblanc et al., 
2004). According to a meta-analysis by Pinquart and Sorensen (2003), research shows greater 
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depression and caregiver burden among spousal caregivers. As a result of these stressors, 
caregivers are likely to be burnt out by their caregiving responsibilities.  
Research by Dauphinot et al. (2015) argued that caregiver burden increases with stage of 
AD or related dementia. In other words, researchers found that impairment in a care recipient’s 
functional ability and a caregiver’s need to manage IADLs and ADLs correlates with increased 
burden. However, cognitive impairment was a better determinant of caregiver burden than the 
actual diagnosis (Dauphinot et al., 2015). Cognitive impairment along with behavior change 
altered the nature of a caregiver and care recipient’s relationship.  
The lack of health interventions and support among caregivers leads to decreasing health. 
The caregiver experience within this population has been associated with higher risks of 
mortality (Zwerling, Cohen, & Verghese, 2016). The multiple layers of stressors and 
multidimensional negative effects mentioned above suggest a critical need to educate caregivers 
and future caregivers about self-care strategies, which do more than simply reduce stress like 
most current programs offer.    
Religious Coping 
Religiosity Vs. Spirituality 
While trials of caregiving can lead to negative health consequences, experiences may 
yield increased spiritual and religious engagement for means of coping and personal growth 
(Damianakis, Wilson, & Marziali, 2018). Physicians and peers do not typically ask about the 
spiritual or religious health of a caregiver. Yet, somewhat large amounts literature focus on the 
spiritual and religious health of caregivers.  
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In research, religiosity and spirituality have been operationalized both separately and 
together. However, each are explained as separate multidimensional constructs by Sun and 
Hodge (2014). A common difference of spirituality and religiosity is the means by which they 
are engaged. Sun and Hodge (2014) report religion is typically researched in a more developed 
format of mutually shared beliefs of other people. Hebert et al. (2006) produced a study on 
caregiver religiosity and spirituality and defined religiosity as a set of practices, purposes, and 
beliefs that have transcendent or sacred meaning to a group. Contrastively, Zinnbauer, 
Pargament, and Scott (as cited in Hebert et al, 2006) define spirituality as a group or an 
individual’s own search for transcendent or sacred understanding of life.   
Spirituality as a construct can be more difficult to study because factors associated with it 
are less observable and measurable (Herrera et al., 2009). Further, “the overlapping nature of 
spirituality and religion in most people’s lives complicates attempts to distinguish discrete 
mechanisms” (Sun & Hodge, 2014, p. 294). Due to these factors, exploring religion separate 
from spirituality is beneficial. Thus, focus allows the dimensions of religiosity (organizational, 
non-organizational, and subjective/intrinsic) affecting the health of caregivers shared to be 
further understood. 
Dimensions of Religion 
The religiosity of caregivers can be expressed in different forms. Researchers studying 
this topic characterize and distinguish different forms of religiosity to understand the effects of 
caregiving. Typically, religiosity has been studied within three common operationalized 
dimensions: organizational religiosity, non-organizational religiosity, and subjective religiosity 
(Hebert et al., 2006; Rabinowitz, Mausbach, Atkinson, & Gallagher-Thompson, 2009). The first, 
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organizational religiosity refers to a construct involving participation in church activities, weekly 
meeting, or scheduled events. For example, participating in a weekly church service or a 
church’s support group is considered organized religiosity. Non-organizational religiosity 
therefore refers to activities done privately constituting to one’s spiritual beliefs (e.g. prayer). 
Lastly, subjective or internalized religiosity measured by Hebert et al. (2006) is the degree of 
importance religiosity plays in the lives of those being measured.  
Religiosity and Caregiver Wellbeing 
Fairly large bodies of research highlight the relationship between religion and caregiver 
wellbeing. Religiosity has shown a range of benefits for caregivers through various mechanisms. 
A review by Hebert et al. (2006) describes the complex relationship of religion and wellbeing 
due to various components including social, biological, and environmental factors. Proposed 
mechanisms stated in the review influencing the means by which caregivers receive benefit from 
religious endeavors can include: the quality of relationship between care recipient and caregiver, 
social support, positive reappraisal, and cognitive restructuring (Hebert et al., 2006). Caregivers 
have different stressors associated with care. For this reason, different dimensions of religiosity 
(e.g., organizational, non-organizational, and subjective/intrinsic) can impact individuals 
differently.  
Intrinsic religiosity as well as organizational religiosity are beneficial to caregiver 
wellbeing. Herrera et al. (2009) found a positive relationship between intrinsic religiosity and 
caregiver burden; less caregiver burden is associated with intrinsic religiosity or the feelings of 
divine presence in one’s life. A study further illustrating this benefit is Koerner, Shirai, and 
Pedroza (2013), which investigated the intrinsic reflections of caregivers. Koerner et al. (2013) 
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described caregivers reporting a perspective that religious practices provide peace, balance and 
feelings of strength helping to cope with caregiver burden. Caregivers demonstrated their beliefs 
both internally and externally.  
Organized religiosity is often a means of outwardly demonstrating one’s commitment to 
beliefs. Organized religiosity has been shown as an effective coping mechanism for caregivers. 
Caregivers report fewer symptoms of depression with increased satisfaction in their social 
support through meaningful interactions (Herrera et al., 2009). Studies by Herrera et al. (2009) 
and Koerner et al. (2013) support that caregivers may use religiosity as a means of coping with 
circumstantial stress of caregiving.  
Theoretical Framework 
Multiple caregiving studies by Pearlin and his associates describe the negative effects 
stress has on the health of caregivers (Leblanc et al., 1997; Leblanc et al., 2004; Pearlin et al., 
1997; Pearlin, 1999). The Stress Process Model (see Figure 1) from Leblanc et al. (2004) 
illustrates the expansions of caregiver stress. The model identifies two types of stressors 
influencing caregiver health outcomes: objective and subjective stressors.  Objective stressors 
(e.g. cognitive impairment, ADL ability), influence subjective stressors (e.g. role strain), which 
in turn, affect the wellbeing of caregivers. Objective stressors have been linked to added 
perceived subjective stressors and wellbeing.  
Religiosity affects objective and subjective stressors and then affects wellbeing. Though 
caregiver characteristics are relevant to the research topic, it is not the primary focus of the 
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framework below. The primary focus of the framework below is to demonstrate dimensions of 









Neurodegenerative diseases such as AD and PD take a detrimental toll on those 
diagnosed. Given the increasing prevalence of neurodegenerative diseases, the need for spousal 
caregivers is also projected to rise. Caregivers experience a range of negative health 
consequences due to efforts in providing care. Religiosity, though a complex and 
multidimensional concept, has been shown as a factor influencing the wellbeing of caregivers. 
Engagement in organizational, non-organizational, and intrinsic religious activities have positive 
effects on wellbeing including lowering depression, increased satisfaction with social support, 
and decreased caregiver burden. Participation in religious activities influences caregivers by 
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The progression of neurodegenerative diseases often results in a heavy reliance on 
caregivers. As the disease progresses, persons with neurodegenerative diseases may require some 
caregiver support to continue living a healthy meaningful life. Individuals with 
neurodegenerative diseases commonly need assistance with ADLs such as feeding, bathing, and 
toileting. As neurodegenerative disease progress, caregivers are approached with new 
responsibilities of aiding the care recipient with physical and cognitive symptoms. Caregivers 
can experience more strain as the demands of care and disease progresses.  
Caregiver burden is pervasive and takes a detrimental toll on their own health. Caregivers 
are tasked with not only caring for their loved ones but also with maintaining their own health. 
According to Dauphinot (2015), cognitive impairments and problematic behavior of care 
recipients were negatively correlated with caregiver burden. In addition, IADL domains such as 
finance and medication assistance were identified as increasing the likeliness of caregiver burden 
(Dauphinot, 2015). The number of caregivers for PD experiencing this strain alone is predicted 
to double between 2010 and 2040 according to the US Census Bureau (Kowal, et al., 2013). The 
prevalence of people caring for a loved one with decreasing capabilities signifies a need for 
spreading awareness of self-care strategies which support multiple health dimensions. Religiosity 
is a coping strategy emulated within research, which positively impacts the mental health, 
satisfaction with social support, and intrinsic reflections of caregivers of individuals with 
neurodegenerative disease.  
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The literature examined above illustrates the positive impact organizational and 
subjective/intrinsic religiosity can have on a caregiver. However, a gap exists in video 
communication of religiosity as a self-care strategy for caregivers. A video documentary of 
caregivers sharing personal experiences can increase public awareness of caregiving and the 
research-based self-care strategies available to aid. Spreading knowledge of caregiver health and 




CHAPTER 2.    METHODS 
Creative Component 
The purpose of this creative thesis was to inform the general public and future caregivers 
of individuals with neurodegenerative diseases about the activities associated with caregiving as 
well as the religious self-care strategies available to them. This creative thesis took the form of a 
21-minute video documentary to spread awareness using an efficient and effective form of 
communication. Video interviews included three digitally recorded one-to-one interviews with 
caregiving spouses of individuals with neurodegenerative diseases. Also interviewed for the 
documentary was a fourth spousal caregiver who upon communicating with the researcher 
recorded his own responses to the interview questions. The interview process from each spousal 
caregiver covered the task expectations, challenges, and lived stories of caregivers.  
After the submission of an Institutional Review Board (IRB) application for the project, it 
was concurred by IRB that the project did not meet the definition of research according to federal 
regulations. Therefore, the project did not require an informed consent document of participants, 
however, the Project Summary Agreement and Interview Questions Protocol found in Table 2 
were given to each participant prior to their participation in the project. The IRB determination 
letter from the Office of Responsible Research can be found in the Appendix. 
Participants 
Spousal caregivers for the project were gathered from two sources: from a caregiver 
support group who assumed responsibility for individuals with neurological diseases and through 
an intermediary gatekeeper. During the project, the primary investigator served as an Outreach 
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Coordinator for individuals with Parkinson’s disease and for the caregiver support group in rural 
Iowa. From this role, the investigator had contact information for three caregivers in the support 
group who previously expressed interest in research participation.  
The investigator contacted three of the four caregivers from the support group via 
telephone. A telephone script was used to communicate the project goals and expectations. The 
fourth spousal caregiver was found through an internationally recognized neuroscientist 
gatekeeper in the community. The gatekeeper then reached out to one prospective participant out 
of state and informed them of the project and gave them the investigator’s email address. The 
prospective participant then contacted the primary investigator over email and gave permission 
to call regarding the project.  
Each participant was given the Project Summary Agreement and interview questions via 
email prior to the interview date. The Project Summary Agreement was further reiterated, 
reviewed, and signed in person prior to the start of the interview for the three in-person 
interviews. The fourth participant electronically signed the Project Summary Agreement after 
reading and discussing project questions over telephone. Interview questions and video recording 
directions were given to the fourth participant to do at home recordings. The at-home recordings 
were then sent to the investigator to be included in the documentary. Each spousal caregiver was 
informed in the Project Summary Agreement that their interview may or may not be used in the 
video documentary.  
The interview was composed of a series of open-ended questions (see Table 2) 
addressing the following information: personal challenges and experiences with caregiving, the 
progression of their caregiving role, and how religious endeavors affect their caregiving 
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approach. Additional footage was collected to document their day-to-day living environment. 
The additional footage was used as background footage to illustrate their personal experiences 
and responses as a caregiving spouse. 
The confidentiality of each caregiver was protected to the extent permissible by still 
simultaneously giving the audience context of the caregiver's life. The video documentary 
included the first name of each caregiver and their spouse. The last name and hometown of 
individuals featured in the film were excluded. Each in-person interview took place in the state 
of Iowa while the spousal caregiver who sent in video clips was from out of state. 
Table 4  Spousal caregiver interview protocol.  
  Interview Question Protocol 
1. Tell me a little bit about your relationship with your spouse. 
2. What are the challenges you experience while giving care? 
3. Where are you in the stages of caregiving? 
4. Do you currently engage in organized meetings or personal time devoted to your beliefs? 
5. Can you expand on that? 
6. How are aspects of your caregiving influenced by your religiosity? 
7. How important are these aspects in your role as a caregiver? 
 
Videography Team 
The videography team had previously worked together to create videos. The videography 
team was composed of the primary investigator and one qualified student assistant. The 
experienced student assistant previously composed eight videos and two documentaries. The 




Prior to the start of in-person interviews, the primary investigator composed a video shot 
list detailing the footage that would be captured in the caregiver interviews. The video shot list 
(see Table 3) was reviewed with the student assistant prior to the interviews. The student 
assistant captured angles and footage outlined on the video shot list during the three in-person 
interviews. The primary investigator did not engage in video recording during the interviews; the 
investigator facilitated the interview while the student assistant captured video angles.  
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Table 5. Video shot list for interview process protocol.  
Person Involved Description of Shot Camera Angle Camera Move Audio 
Investigator Investigator driving in the car to interview participant #1 Passenger angle Start out window and pans to Investigator Project overview/music 
NA Outdoor landscape view of participant #1's home Wide angle  Slow pan toward the living space Music 
Investigator Investigator walking into participant #1's home V's lens behind Investigator Walking with Investigator Music 
Participant #1 Participant opening door and greeting Investigator V's lens behind Investigator Focus on greeting Music/dialog 
NA Outdoor view of each participant's home Obtuse angle Still shot Music/interview responses 
All participants  Footage of photos of family, CG & CR, etc. Acute angle Slowly panning photo to photo Voice over  
All participants  Still frame of a photo of recipient or family photo Straight on Slow zoom in Music/interview responses 
Participants #1-#2 Shot of CG and Investigator walking together  V's lens behind Investigator Still shot  Music 
All participants  Footage of religious articles around house  Close up Moving shot of line Voice over  
All participants  Interview; camera off centered on caregivers Obtuse angle Still shot Interview responses 
All participants  Interview; camera off centered on caregivers Acute angle Still shot Interview responses 
All participants CG showing Investigator around the home V's lens behind Investigator Walking with Investigator and CG Interview responses/dialog  
Participant #4 CG feeding CR CG choice CG choice Interview responses/dialog  
Participant #4 CG day to day experiences CG choice CG choice Interview responses/dialog  
Investigator Sitting outside looking into nature Acute angle Still shot/slight panning Project reflections 
Investigator  Investigator walking outside narrating Acute angle Walking with Investigator Project reflections 
Investigator Investigator sitting on bench outside narrating Acute angle Still shot Project reflections 
Investigator Investigators shoes walking down the street Investigator's view Pans up at the road Music/interview responses 
NA Investigator in car driving to interview #3 Passenger angle Still shot  Music/project update 
NA Investigator car traveling; outside view Acute angle Still shot  Music 
NA Investigator car traveling; outside view Obtuse angle Still shot  Music 





Cameras and Editing Software 
The videography team utilized two compatible iPhones to collect the documentary 
footage of which participants were made known prior to signing the Project Summary 
Agreement. The two iPhones were used to capture contrastive angles of the caregiver interviews 
with a tripod available to the student assistant during the interview duration. After the 
completion of each interview, the videos were uploaded onto a compatibility iMac computer 
encrypted and approved by the IRB prior to receiving the project’s determination letter. IMovie 
software was the digital editing technology used to review and edit the video clips. 
Documentary Composition 
Footage Selection. The interview footage of each caregiver was reviewed and selected in 
four stages. The first stage included relistening to each of the collected interviews without 
making any edits. The purpose of this stage was to understand the overall flow of the interview 
while taking notes of changes in response direction from the interview questions. The second 
stage included removing select clip responses that took unclear direction. Stage 3 included 
narrowing and removing extra context or content of the answer that was not pertinent to the 
question. The final stage, stage 4, then encompassed further narrowing down question responses 
in a clear and accurate fashion. For example, if a caregiver repeated or reiterated responses more 
than once, then the most concise response was included.  
After completion of the stages, one of the four caregiver interviews were excluded from 




responses. The participant gave brief responses and was less open about their personal 
experiences. More explanation of this instance was addressed in the discussion section.  
Footage Organization. The three caregiver stories in the documentary were featured in 
the chronological order of when the interviews were conducted. In other words, the first 
caregiver story shown was the first interview completed. The general flow of the documentary 
footage was aligned with the order of the interview questions seen in Figure 2. The documentary 
begins with a short introduction of each featured caregiver which responded to the first question, 
“Tell me a little bit about your relationship with your spouse.” Following each caregiver’s short 
introduction, the next two through seven question responses were addressed. Figure 2 depicts a 
flow chart of the general overview of the documentary. 
 
 
Participant Feedback. To ensure accurate depictions of spousal stories in the 
documentary, each participant was shown the video documentary before it was published. At this 
time caregivers had an opportunity to request the removal or editing of their featured sections in 
the documentary. The video editing team honored these wishes to create the most accurate telling 
of their stories. Once each featured caregiver approved the documentary, no further alterations 

















CHAPTER 3.    RESULTS AND DISCUSSION 
Results 
Documentary Link: To Serve, To Love, To Fight 
Documentary Dispersion 
The video documentary titled To Serve, To Love, To Fight was shared in different venues. 
First the video documentary was published onto YouTube. The use of YouTube as a digital 
platform provided accessibility not only to current and future caregivers but also to health 
professionals, teachers and anyone with Internet access. To further disperse the documentary, it 
was shared with six graduate level Neurophysiology Lab students. Following this distribution, 
the documentary was then shared on different social media outlets such as Facebook, Instagram, 
and Twitter to educate the general public and disperse knowledge of the self-care experiences of 
spousal caregivers across the digital world. 
Discussion 
Investigator Perspectives 
The primary investigator intentionally sought caregivers who coped with care 
responsibilities through religious practices. This lens was used to exemplify and bring to life in 
digital form the current literature surrounding the topic. Capturing raw video responses allowed 
caregivers to express experiences through emotion, verbal, and nonverbal communication. This 
may serve as a more compelling form of communication compared to research articles using 




The authenticity of personal testimonies through video documentary offered a unique 
lens to view challenges, experiences, and self-care strategies of caregivers. In response, after 
each interview the videography team engaged in religious-based conversations reflecting on the 
events that had taken place. Conversations surrounded the topics of life after death, 
commonalities and differences in religions, and practical application of religion into daily 
choices. The videography team agreed, the time spent with each caregiver was a valuable time of 
reflection in the search for their own understanding of the world. In a similar manner as the 
videography team, viewers of the documentary see real-life original testimonies from caregivers. 
The documentary is likely to influence thought provoking experiences for viewers of all religious 
backgrounds, yet individual take-aways and applications of the documentary into one’s personal 
life will vary.  
Participant Trends 
Several intertwining themes emerged from the four participant interview experiences. 
The first trend seen was the value participants communicated from their participation in the 
interview. The first participant interviewed communicated gaining a “therapeutic” response from 
having participated. Specifically, the individual shared that the interview was one of the only 
times they paused, reflected, and responded to meaningful events that had taken place. Three out 
of the four participants, including the participant mentioned above, expressed value in their 
participation directly after the interview which leads to the second trend.  
The second trend was how the length of interview question responses related to the value 
gained from their participation in the interview. The participant who gave the longest and most 




the most benefit from participating. The second and third longest interview responses were from 
the caregivers who expressed value in participation but who did not gain as much value as the 
first caregiver. In summary, caregivers who gave longer responses also verbally expressed more 
value in participating. These first two trends also have connections to the third trend identified 
The third and final trend was how the type of care provided to care recipients impacted 
the caregivers’ length of responses and value gained from participation. Caregivers who 
provided more burdensome ADLs for their spouse were the same participants who had the 
longest responses and expressed value. Simultaneously, the individual who assisted with lesser 
burdensome tasks such as IADLs gave shorter responses and expressed lesser value comparably. 
In congruence with this idea, the participant excluded from the documentary provided the least 
amount of assistance to their spouse when compared to the other three spousal caregivers. This 
trend may suggest the amount of therapeutic response be related to the amount of care given to a 
spouse. However, the interview experience may be due to a range of other factors such as 
personality, comfort level with a video interview, religious involvements, or personal 
relationship with the interviewer. 
Two participants were particularly comfortable and open about sharing detailed responses 
to questions. The openness may have been linked to the close preexisting relationship held with 
the primary investigator. As such, it may be inferred that a preexisting relationship with someone 
may permit a caregiver to more openly discuss difficult experiences. With that being said, 
transparency and vulnerability in answers may also have relatedness to the level of care spouses 
provide. For example, across the four interviews, three caregivers who were more depended on 




during hard times. Participants opened up about their dependence on their faith during these 
times.  
For certain individuals, this mode of interview style may be preferred when 
communicating their stories. Contrastingly, an in-person interview being video recorded may be 
unnatural for others to share about personal events. Participants’ comfort level with a videoed 
interview may correspond with their willingness to share lived experiences desensitized.  
Limitations & Future Recommendations 
Two limitations exist for this creative component project. First, this documentary is time 
limited. Each caregiver interview was addressed for approximately six to seven minutes in the 
documentary. Six to seven minutes was not an adequate amount of time to fully describe the 
experiences that had taken place over multiple years. Given the in-depth video responses from 
each interview, each story could have been made into its own individual documentary.  
The second limitation to the project was the mode of interview collection for the fourth 
caregiver. The fourth caregiver’s interview responses were sent via email to the primary 
investigator rather than an in-person interview. By pre-recording responses, the participant may 
have adjusted responses in a discrete or altered manner, which is known as social desirability 
bias. As a result, the documentary may have shared a different interpretation or inauthentic 
version of the fourth caregiver’s experience compared to if the interview had been in person.  
Regarding religiosity and self-care among spousal caregivers, future projects should 
address two changes. The first recommendation involves allotting ample time within a 




and depth of responses may show as more valuable than the quantity of participant interviews 
when considering a documentary platform. Secondly, it is recommended all interviews with 
caregivers be conducted in person. In person interviews have potential to capture details, 
emotion, and originality beyond pre-composed videoed responses.  
Conclusion 
The purpose of this creative component was to communicate activities associated with 
caregiving and share the stories of three caregivers’ quests in coping with care responsibilities by 
means of religious endeavors. The interviews uncovered the tasks, progression of care, lived 
stories, and religious perspectives of three spousal caregivers. Though similarities in openness 
and disease progression may have been seen among the interviews, little can be concluded; 
applications of this documentary into one’s life may be left to the viewer’s discretion. The three 
featured spousal caregiver stories spread awareness to the general public and future caregivers. 
The video format and method of project dispersion may permit documented stories to spread 
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After sending this creative component to the Institutional Review Board it was 
established oversight approval was not required. The memo from the Institutional Review 
Board can be seen below.  
 
 
